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WG Aims, Objectives, and Document Considerations -
STLT Long COVID-19/PCC Approaches, Experiences, & Lessons Learned

Document aims: 
· Document type: 
· Best practices-type document, lay out some data collection consistent methods 
· Best practices, white paper, toolkit, approaches to consider, guidance, models
· Maybe can’t use term ‘best practices’ because we don’t know what those are yet
· Perhaps, a series of learning questions 

Best practices/consistency around approaches to:
· Definitions: 
· Having some kind of consensus definition or characterization would help better define assessments and comparisons as a lot of the estimates right now vary widely. 
· It would be important to address why a consensus case definition doesn’t or can’t exist in the document, and that nonetheless it is still worthwhile to engage in data collection.
· Surveys: 
· Time frames to evaluate long COVID such as how to ask questions (we have seen big differences in response when we ask questions around recovery vs. persistent symptoms, 4 wks vs. 90 days.) 
· With regard to reinfections: Do you ask all the questions for each infection, do you deal with infection dates and survey dates in your analysis etc.  
· There are also so many possible survey instruments and many STLTs end up writing their own – Is it possible to achieve consensus on the top one or two validated instruments to use? 
· Use of EHR data or other existing data sources
· Syndromic surveillance 
· Resources:
· Having some educational material for the public and providers (like what it looks like MN and some other states have) might also be helpful.




DRAFT Compilation of Long COVID-19/PCC WG
STLT Experiences 

California DPH (Kalyani McCullough) 
CPH Post-COVID-19 Conditions (Long COVID-19) 
1. Surveillance: 
1) CDC-sponsored, national prospective cohort study: Innovative Support for Patients with SARS-COV-2 Infections (COVID-19) Registry (INSPIRE). Academic collaboration - prospective evaluation of incidence and RFs: INSPIRE Collaboration: Prospective, web-based, effort to characterize RFs for developing PCC and evaluate incidence, overall started Dec. 2020, with CDPH-UCLA (Aug. 2021) and CDPH-UCSF (Dec. 2021), enrollment complete, and data collection/analysis ongoing.
2) Retrospective Survey: CalCONNECT Survey: Retrospective, telephone, SMS text, survey on PCC burden, initiated Dec. 2021 and V2 Jan. 2023 including text, status: ongoing. 
3) Survey: CalSCOPE: Cross-sectional, mail, questions added to a serosurveillance study from representative sample, Summer 2022, enrollment complete, analysis in process. 
4) Survey: COPE Collaboration: Retrospective, web-based and telephone survey to assess overall prevalence, severity, duration, risk factors, and healthcare utilization, planned to start April 2023. 
1. HCP education: UC Health CME series: https://health.universityofcalifornia.edu/long-covid-education 
2. Collaboration and Communication: 
1) Long-COVID working group with UC system 
2) Tribal Long-COVID working group
3) Local Health Department Needs Assessment: LHJ Needs Assessment: Cross-sectional, web-based, one-time survey to plan initiatives and evaluate needs of LHJs, Completed Spring 2022. 

Colorado
· Health economics and impact of long COVID: 
· Approach has been on health economics and supporting those working on Long-COVID
· Contract with SPH to understand cost and burden of disease and develop methods to describe economic burden. 
· Use published literature and multipliers to estimate long COVID burden in the state. Some of this work is included here - https://drive.google.com/file/d/1RlN9Q9uwnqYFe8T3oAJSMfjZuucCI1U1/view
· Use of existing data sources: 
· Hospital/ED discharge and APCD datasets - Used ICD-10 data to quantify and describe long COVID healthcare encounters, also documented in report above
· Resources for the public: 
· Website content - currently being updated.

Idaho
1. Syndromic surveillance: Using CDC Essence to develop queries for ED visits to identify chronic disease syndromes that could be associated with Long-COVID. 
2. HCP education: Issued a Health Alert on increased glucose levels for diabetes patients.

Maricopa County 
1. Collaboration: Community partners and universities are tracking burden and epidemiology of Long-COVID.
2. Surveys: Including questions in community surveys 
3. HCP education: Starting education through Project ECHO for primary care providers on Long-COVID.

Massachusetts DPH, Katie Brown
1. All Payers Claims and Hospital Discharge Datasets: Focused on evaluating datasets (ICD-10 codes) in all payers claims data set and hospital discharge data set to describe patient characteristics. 
2. Location in HD: Chronic disease group (rather than infectious diseases).

Michigan 
1. Surveillance: No formal case-based surveillance for PCC however, analyzing current communicable-disease homegrown surveillance systems for sometimes available long COVID notations. 
2. Collaboration: Collaborating with academic centers to perform studies.
· Including the University of Michigan - Michigan COVID-19 Recovery Surveillance Study (MiCRESS study), where we randomly selected a subset of acute infections (acute infections through autumn 2022) to perform follow-up for many post-acute outcomes including long COVID.

Minnesota
1.      Staff support: Hired two fulltime staff to work on this issue using two-year federal grant funds (from the CDC COVID & health disparities grant). 
2.      Collaboration and coordination: 
· Learning network/Guiding Council of clinicians from across the state to improve quality of and access to care for long COVID - Convening group of provider experts (first meeting was 1/6/23). 
· Community Voices group of leaders and organizations serving diverse communities - Convened an ongoing partner group of community organizations serving diverse populations. Continue to gather input from people with long COVID, caregivers, employers, and local and Tribal PH. 
3. Surveys: 
· Rolling out a statewide phone survey (Feb) to better understand the prevalence, symptoms, and their impacts on employment, health care, daily activities, and quality of life. 
· Community-focused assessments to follow.
4. Using existing datasets: 
· Working with all-payer database to characterize long COVID in MN.
· Analyzing EHR data. 
5. Resources for the public: www.health.mn.gov/longcovid
·        Links to Minnesota content at the following page. MDH has updated our long COVID web content, including About Long COVID, Resources and Support, and links for HCPs. 
·        Governor recommended state funding for addressing long COVID 
·        PSAs: We also have a series of short video PSAs about long COVID available in Spanish, Somali, Hmong, and English. The Long COVID playlist is available on our YouTube channel. 
· Regular social media posts
6. Education and Outreach: 
· Given over two dozen presentations to local and Tribal public health, employers and benefits brokers, school nurses and superintendents, legislators, community groups, and Governor’s workgroups and councils. Some co-presented with ADA Minnesota (focus on workplace accommodations, rights under ADA).
7. Focus on inequities harder hit populations
8. State funding: Based on a budget proposal from MDH, the Governor has recommended state funding to expand and sustain these efforts.

New Jersey (Bozena Katic)
1. Surveys: 
1) Survey: Participated in a CDC multijurisdictional online survey (along with New York, NYC, Wisconsin, Maine) in early 2021. 2 abstracts/findings from this survey presented at CSTE 2022, manuscript in process. 
2) Survey: Currently designing/drafting and fielding a follow-up long COVID-19 survey which taps into a number of additional research goals. The survey has 6 sections, including an expanded demographic section (to get at ethnic/cultural/SES related disparities in the identification and treatment of long COVID), a section on work during the pandemic and job assistance, an expanded medication panel to elicit medication use during the acute phase and longer than 3 months of PCC, in intervals, a section on family and community, which does a deeper dive on dependents, caregiver status, spousal support, and the fall out of PCC on the family unit (social support, educational assistance for dependents, household food insecurity, etc.) Plan to launch in approximately March 2023.
3) Matching survey respondent records to vaccine records and other CD records.
2. Resources for the public: Working on a long COVID mortality dashboard – in process.  

New York City DOHMH (Anne Schuster): 
1. Surveys: 
1) Two Surveys: In early 2021, added questions on long COVID to annual Community Health Survey (CHS) and quarterly NYC Health Opinion Poll (HOP). 2021 CHS data should be available for public use soon and HOP data are available to the public through Data Use Agreement.
2) Population-representative Survey: In Nov-Dec 2022, implemented a population-representative survey of almost 2,100 people with suspected previous COVID-19 to gather information about long-term symptoms, disabilities, care, and treatment. NYC DOHMH will be following the quantitative survey up with in-depth interviews with ~40 respondents who reported persistent symptoms. These are planned for this spring/early summer 2023.
2. Symposium: In mid-2022, hosted a symposium for providers, in collaboration with NYC Health + Hospitals’ AfterCare program.
3. Longitudinal cohort study: In progress – NYC DOHMH is planning for a three-year longitudinal cohort of people who have had COVID-19. Aiming to launch in mid-late-2023

New York State (Jessica Kumar) 
1. Collaboration and coordination: Held a symposium on Long-COVID 
2. Survey: Informal survey of people in contact tracing efforts. 
3. HD Location: Working to determine organizational unit for long COVID (e.g., Chronic Disease or Epidemiology)

Puerto Rico (PRDOH), Chanis Mercado Olavarria 
1. Surveys: Two surveys to estimate the prevalence of Long COVID in Puerto Rico. The survey has been by periods (Phase 1: September 2020- August 2021) (Phase II: December, 2021-July, 2022). link https://www.salud.gov.pr/CMS/483
2. Clinical Guidelines: 
· Developing clinical guidelines for healthcare providers 
· Developing a guideline for patient rehabilitation
3. Sentinel Surveillance System: 
· Developing sentinel surveillance system with primary care clinics, including determining what definitions they are using and what services they are providing. 
· Meeting and conducting an assessment in healthcare centers funded by Section 330 of the Public Health Service Act to establish criteria for a Sentinel Surveillance System.
4. Collaboration: Participating in meetings with Nonprofit organizations such as Long COVID Alliance, COVID Survivors for Change, MEAction, World Health Network.
5. Syndromic Surveillance: In addition, we have received some reports in our syndromic surveillance system from healthcare centers that diagnosed patients using the ICD-10 for Long COVID.

Utah DHHS (Rachel Kubiak)
1. Using existing datasets: Utah DHHS is developing a long COVID information system with the primary aim of characterizing the burden of long COVID in Utah. We are drawing from several sources including longitudinal eCR and all payer claims data using the long COVID ICD-10 code, and using data from a long COVID clinic for validation. 
2. HCP education: Contributing to newsletters, bulletins, and presentations (some CME-eligible) run by numerous clinics and professional networks to raise awareness of long COVID and the ICD-10 code. 
3. Collaboration and Coordination: We are also engaging with patient advocates, clinicians, and local health departments through quarterly workgroup meetings. 
4. Resources for the public: We plan to create a website for long COVID patients that includes a list of resources 
5. Survey: We plan to develop a patient survey.

Virginia Beach DPH, Caitlin Pedati 
1. Survey: Draft of a brief survey for our CHA that includes 3 questions from CDC’s long COVID survey 
2. Resources for the public: Working with our health disparity grant team with focusing on a local assessment of our impacted population to inform some gathering/centralization of local and general resources for people experiencing long COVID symptoms. 
3. Case investigation of targeted cases of Long COVID-19: Working w state office re: potential to use of funding we still have that focused on case investigation to do targeted follow-up for long COVID 

Washington State  
1. Surveillance: Setting up a surveillance system for Long-COVID.
2. Modeling:
· We have a working and validated mechanistic mathematical model that converts our state infections/cases/hospitalizations and outputs age-group/gender/race-ethnicity/vaccination status estimates of long COVID at the county level.
· We are looking to start a more formal collaboration with other groups in Washington, particularly the long COVID clinic at the University of Washington, to translate these estimates into supporting public health action and advocacy.

Wisconsin (Hannah Segaloff)
1. Surveys: 
1) Survey: Participated in a multi-jurisdictional Long COVID-19 email-based survey coordinated by CDC. 
2) Survey: Used contact tracing resources to complete phone survey of WI residents who were tested for SARS-CoV-2 to compare health status between those who did and did not test positive for SARS-CoV-2. Presented at the CSTE conference 2022. 
2. HCP Education:Presented results of the above survey to Wisconsin medical providers at our weekly provider webinar. https://vimeo.com/showcase/8444401/video/729985923 (7/2022)
3. Resources for the public: Created a Long COVID website with resources for the public: https://www.dhs.wisconsin.gov/covid-19/long-covid.htm
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